Background. Advance care planning (ACP) is considered to be an integral part of end-of-life care. This study explored the facilitators and barriers of ACP by consolidating the practice experiences of a group of healthcare professionals involved in an outreach end-of-life programme for older people living residential care homes for the elderly (RCHEs).
INTRODUCTION
Advance care planning (ACP) facilitates adults of any age and stage of health in understanding and exchanging their personal values and goals restricted to mentally competent patients. When patients are incapable of expressing their views, ACP is discussed based on the family's knowledge of the patients' values and preferences, and the professional knowledge of healthcare providers about the patient's best interests. 2 ACP has led to greater expression of wishes, concordance between preferred and delivered care, and quality of dying among the patients, as well as reduced anxiety, less depression, and lower incidence of post-traumatic stress among the family members. [3] [4] [5] A systematic review of 18 studies found no evidence that ACP increased healthcare costs, and that ACP might be associated with lower healthcare costs for some patients in some circumstances. 6 ACP usually involves dynamic psychosocial interplay between patients and their family members, and between families and the healthcare system. Therefore, successful discussion depends on whether the process meets socio-cultural expectations, especially those about healthcare decision-making and death. Summarising 15 studies, Lee et al 7 found that, instead of individualistic self-determination, Chinese families actively take part in the ACP of their patients; therefore, they recommended a family decision-making approach.
Patients with advanced progressive diseases tend to prefer to stay in familiar places, such as their own home or RCHE. 8 Place of care has been identified as one of the four key areas for improvement in the Hospital Authority Strategic Service Framework for Palliative Care. 9 In October 2015, the Hospital Authority launched a programme for enhanced community geriatric assessment team (CGAT) support for end-of-life patients in RCHEs. 10, 11 The Hong Kong West Cluster CGAT collaborates with the Palliative Medicine Unit of Grantham Hospital, Hong Kong, to provide services to 26 RCHEs. The programme targets residents with an incurable life-threatening illness, life expectancy of around 6 months, and preference for comfort care but are currently not served by the palliative care team. ACP is a key component of the programme. The programme also offers enhanced clinical support, case management by a link-nurse, and expedited admission to a geriatric step-down hospital suitable for end-of-life care to the older people, as well as training on end-of-life care and ACP to the RCHE staff by Hong Kong West Cluster CGAT and the Palliative Medicine Unit. The ACP discussion involves key family members of the patient and covers the patient's state of health and anticipated progression, values and beliefs, treatment expectations and goals, support and nursing care preferences, preferences for life-sustaining treatments, and do-not-attempt cardiopulmonary resuscitation orders. The decisions are documented on a designated form and reviewed every 3 months or when the patient or family wishes to do so. The form is also applicable to cases when only the family members are involved in the discussion (eg, for cognitively incompetent patients). For cognitively competent patients, an advance directive may also be signed.
Barriers to effective implementation of ACP programmes exist on multiple levels including workload challenges of operational context, uncertain illness trajectories and prognosis, and adherence to assessments. 12 Shared decision-making further increases the complexity of implementing ACP. However, clear organisational policies, systematic documentation, and availability of specially trained healthcare providers have been identified as facilitators. 12 Most of the literature on ACP is from Western countries; there is insufficient understanding on what might enable or impede ACP implementation in nursing home settings in Asian populations. A study of older people living in RCHEs in Hong Kong found that 88% of participants regarded having advance directives as a good idea after receiving an introduction from healthcare professionals. 13 Such a finding demonstrates that ACP could be a culturally compatible concept among residents of RCHEs and underscores the need to examine ways to incorporate ACP into routine residential care. This study therefore examined the facilitators and barriers to ACP for frail older people living in RCHEs by consolidating the practice experiences of professionals involved in the abovementioned programme.
METHODS
This descriptive cross-sectional qualitative study was approved by the Institutional Review Board of the University of Hong Kong / Hospital Authority Hong Kong West Cluster (Reference: UW 16-548).
Purposeful sampling was applied. All participants were professionals involved in the CGAT and RCHEs collaboration project who had experiences in ACP discussion with the older people and their families. Geriatricians, nurses, and nursing-home-in-charges with a variation in sex, years of service in the current position, and years of service in end-of-life care were included. Fourteen participants were recruited ( Table 1) .
Verbal consent was first sought by the study site manager. Upon receiving the verbal consent, a link to a brief introduction of the study and an online questionnaire was offered. Written informed consent was obtained before the focus group interview. Data were collected through the self-administered questionnaire and the focus groups in December 2016.
The questionnaire was in Chinese and drafted by the multi-disciplinary research team with the purpose to orient and prepare participants for the later focus group and to collect detailed, personal views about ACP. Through open-ended questions, participants described ACP in their own words and recalled a case that they considered an example of successful ACP, explaining the factors that contributed to the success ( questionnaire at least 2 days prior to their focus group.
Focus group sessions were conducted for geriatricians and nurses separately. Each of the two sessions was a semi-structured group led by two researchers, who followed an interview guide.
Participants were asked to reflect on their roles, the desired outcomes, and the facilitators and barriers to successful ACP. Participants were asked to recall their interactions with patients and their families, especially during the ACP initiation and discussion processes. Each group lasted for approximately 1.5 hours and was conducted on a weekday afternoon. The discussion was conducted and transcribed in Cantonese. Quotes included in the present paper were translated from Cantonese into English by a bilingual researcher.
Thematic analysis was applied to the qualitative data from the questionnaires and the focus groups. The analysis began with close and detailed reading of the questionnaires and the transcription. An initial coding framework was developed based on the interview guideline (roles, desired outcomes, and facilitators and barriers of ACP) with themes and sub-themes constructed with reference to the literature on ACP. 7, 12 Data were examined with respect to the coding framework. As the volume of data was modest, qualitative analysis software was not used.
RESULTS

Functions and desired outcomes of ACP
Participants reported perceiving ACP as an empowerment process for the older people to clarify and express their values and preferences, and hence, it is important that the autonomy and dignity of older people is respected throughout the ACP process. They also perceived the process as an opportunity for family members to take the perspective of the older relative, have candid conversation over the current condition, and seek various options through open discussion. Participants described the desirable outcome of ACP as a win-win situation, in which ACP that reflects the older person's wishes and is feasible for formal and informal caregivers to facilitate the quality of dying. The geriatrician participants emphasised that ACP is only a reference for clinical decisions and is not a legal document. Nevertheless, they regarded ACP useful for explaining aggressive high-risk treatments to patients and mitigating their fears.
There was consensus among the participants that the ACP form is primarily for documenting decisions about medical treatments. However, the consensus also acknowledged the evolving process of communication may cover psycho-socialspiritual aspects, which are important for families to fulfil unfinished businesses, funeral planning, and bereavement care. Facilitators and barriers of ACP are summarised in the Figure.
Facilitators of ACP Effective collaboration
An efficient and trustful multiparty collaboration among the geriatricians, nurses, RCHE staff, and the family members was regarded as a pivotal facilitator by the participants. They also stressed the importance of a collaborative framework that capitalises on the unique strengths of each party for effective cooperation. The geriatrician participants found themselves in an appropriate position to explain the diagnosis and prognosis, and to handle the medical-legal procedures including signing the documents, as Chinese families tend to revere doctors. In between explaining a poor prognosis and form-filling, the geriatrician participants mentioned that they relied on the nurses, who have more opportunities to meet with older people and their families, to determine psychological readiness, to elicit care wishes, to discuss care options, and to obtain consensus. The nurse participants mentioned that they relied on RCHE staff-who have more background information on the older people and their families-to identify and refer suitable cases. To facilitate close collaboration, the nurse participants suggested that RCHE staff needed to understand the value of ACP, and thus training by the palliative care team was considered particularly helpful. The nurse participants suggested that they tended to focus on the medical aspects of care, whereas the psycho-social-spiritual needs were usually handled by RCHE staff. Lastly, families' trust of the care team, especially the RCHE staff conducting the day-to-day care of their loved ones, was considered a necessity for effective communication and decision-making by both the nurses and RCHE representatives. In summary, a tripartite collaboration is necessary to the success of ACP discussion, as mentioned by a nurse participant: "There needs to be a tripartite collaboration. If we [the CGAT team], the RCHE staff and the family members can cooperate well, communicate well, and establish good rapport, things will proceed very smoothly."
Dedicated and trained staff
Trust and rapport between care staff and older people and their families was considered crucial by all participants. Hence, they suggested that competence in empathetic communication and dedication to facilitate a 'good death' were needed by all staff, as explained by a nurse participant: "My previous supervisor taught us to consider the older person in front of me as my family member when considering how to handle the case. That is, to put myself into the shoes of the distressed family."
The nurse participants remarked that skilled RCHE staff could competently provide holistic care on a daily basis and understand the value of ACP, and act as a bridge between medical staff and older people in care and their families. They suggested reflecting on past cases through staff debriefing is useful for capacity building.
Participants remarked that open-mindedness in acknowledging possible medical futility and the familiarity of ACP in the wider healthcare system, not just the CGAT, was vital for enabling the older people and their families to trust that their plans would be actioned. Inconsistent practice may hurt public confidence and fuel apprehension, as a nurse participant mentioned: "The patient opted not to have CPR. However, when [the patient] arrived at the A&E, the doctor conducted CPR. The family was devastated.
[…] Compliance is very important, or else all effort and trust will be in vain at the very last moment."
Well-informed families with consensus
Accurate understanding about the prognosis in the family was considered key by all participants to enable candid discussion. If family members are able to visualise the suffering of their older relatives, they are more likely to understand the benefits of withdrawing futile treatments, as a geriatrician participant explained: "Every time the older person is being pushed around to receive a blood transfusion or different treatments, or is being restrained, [that person] is suffering. If the family members have seen this, they will be very willing to sign off the options".
Pictorial references of treatments (eg, nasogastric tube) were regarded as useful in educating older people and their families. Older people and their Participants agreed with the benefits of engaging the families early, ideally before their older relatives exhibit marked cognitive impairment, to allow time for those older people to inform their families of their wishes. They also opined that consensus and mutual support among key decision-makers, as well as the loving relationship between older people and their family members, renders the plan valid and acceptable to the family, avoiding family conflicts.
Barriers to ACP Delayed programme admission
Participants remarked that some older people had missed the programme either because of difficulties in prognosis which led to delayed referral, or because they were already in severe frailty by the time the programme was implemented.
The ACP eligibility criterion regarding life expectancy is based on the Surprise Question. 14 Although the geriatrician participants perceived this as a clear guideline, the nurse and RCHE representative participants remarked that frontline staff in the RCHEs found this confusing, especially in cases with dementia, general frailty, and chronic organ failure. In turn, this led to delayed referral. A RCHE representative remarked: "In some cases, we didn't think the older people would die so soon. They appeared to be in a good shape. However, they just departed at a time totally out of our expectation."
The older people were often admitted to the RCHEs with severe frailty. Participants mentioned their staff tended to find it unwelcoming to raise the issue about ACP at the first encounter of families with whom they have little rapport. More often, the families were only aware of the need for ACP after the residents' heath has deteriorated markedly or in a medical emergency. Unfortunately, in some cases, the older people died before a family consensus was reached and the documents signed.
Participants remarked that cognitive impairment limits the engagement of older people in ACP. It is therefore suggested by the geriatrician participants that, because doctors should defend the autonomy of older people, the ACP process should begin with an assessment of mental capacity.
Public apprehension and lack of awareness
Participants perceived a lack of awareness and acceptance of ACP and comfort care in the society. With limited resources, participants opined that this pilot programme could only serve families who are psychologically prepared for the discussion. Idealisation of the curative power of advanced medicine in the mass media might be to blame in hindering public acceptance toward comfort care, ACP, and withdrawal of futile treatments, as a geriatrician participant remarked: "The media has a role, as it tends to show colourful, high-tech treatments, like heart transplantation. These could be isolated success stories. But they have not reported numerous successful cases who died in peace with comfort care".
The public need to realise that some medical procedures could be futile at best, or prolong suffering at worst, especially for frail older people. They also need to understand that comfort care does not mean relinquishing effective treatment that palliates suffering, and that requesting ACP does not imply mistrust toward the professional judgment of the clinical team.
Participants suggested that a positive attitude in society toward ACP would provide families with greater social support and ensure that they are more psychologically ready when signing the documents. In turn, this will lessen grievances. Participants thought this was also important for encouraging RCHEs and healthcare organisations to implement ACP, and eventually feedback to an even more positive social climate. Currently, with little support from the public, ACP could easily be mistaken as a way to save healthcare cost.
Further, participants remarked that the Chinese cultural taboo over death prohibits conversation on end-of-life care and death preparation among the families. Such taboo also added apprehension among RCHE staff to promote ACP, as a nurse participant explained: "After all, the Chinese are conservative when talking about death. Especially in private homes which are run for profit, if the staff talk about the prospective death of their residents with the families, doesn't it look inauspicious?"
Overwhelming routines ACP tends to involve multiple time-consuming family meetings. Participants mentioned that the programme imposed considerable workload on already overwhelmed staff. Medical staff engage in extra hours of consultation and documentation, and the complexity of the ACP process is aggravated by logistical hiccups. Participants suggested that, in RCHEs, a favourable infrastructure was crucial to allow time for ACP-related procedures (eg, screening case files for referrals, family meetings) among other competing priorities (eg, physical care). Participants reported that high staff turnover rates led to the drainage of trained practitioners, adding difficulties to quality implementation of ACP. Participants opined that without reimbursing the additional time and manpower, RCHEs and healthcare organisations could be discouraged from the general rollout of ACP programmes.
DISCUSSION
A recent systematic review of ACP in nursing homes summarised five levels of facilitators, including resident, family, healthcare professional, facility, and community. 15 This is consistent with our findings. That same review outlined five domains: sufficient knowledge and skills, willingness and ability to participate in ACP, good relationship, availability of documentation system, and supportive contextual factors in the nursing home. Likewise, our findings reveal that trust and effective collaboration among the CGAT, RCHE staff and the family members, dedicated and trained healthcare professionals, and well-informed families that possess a consensus facilitates ACP. Probably, as a Chinese society, harmonious relationships among family members and between the family and the care team are considered as a particularly important factor. However, delayed admission due to difficulties in prognostication, advanced physical and cognitive frailty of the older people, public apprehension and lack of awareness, and the already-overwhelming routine among staff were regarded as barriers. These barriers are related to the biological and organisational dimensions which are also found in Western countries. 13, 15 The local practice, which adopts a relatively broad definition of ACP by including discussions with family members of cognitively incompetent older people, epitomises the importance of collective family decisionmaking. In these cases, the consensus among family members is pivotal for enabling the decision to be psychologically valid and for avoiding family conflicts during emotionally challenging times.
Van der Steen et al 16 theorised that whether there is an ACP discussion depends on intrinsic factors including the willingness of the patients or their families; whereas when the discussion takes place depends on extrinsic factors such as encouragement by others (eg, the care team) or witnessing the end of someone else's life. This programme might have recruited a group of families with the right mix of intrinsic factors, including the willingness to engage in ACP with the care team. Our participants' responses further validated the importance of extrinsic factors, including the willingness of staff, as well as that of older people and their families, to engage in social learning from their peers. The right timing for initiating ACP discussion has always been a contentious issue, especially for patients with dementia. Studies have found that the worry of healthcare professionals over taking away hope from the families is a key reason for delaying ACP discussions. 12, 17 However, this was not revealed in our study, probably because the selected cases were often already very frail and sick. Institutionalisation, multiple hospitalisations, and marked functional decline have been recommended as appropriate timings for initiating the discussion on ACP, because the change in condition of the older people is visible to the families. 18 In contrast, our participants highlighted the importance of providing empathetic support before the discussion takes place because these periods are stressful for the families.
Participants also emphasised the need for increasing awareness and understanding of comfort care and ACP, not only among the public, but also among the entire healthcare sector. To support a general rollout of the policy, professional training, frameworks, guidelines, and decision aids to facilitate communication, decision-making, and documentation are required. In addition, our findings highlight a need for promoting holistic endof-life care and death education among the general public and professionals who do not directly engage in caring for the dying.
The present study had some limitations. Because this was a pilot programme, manpower was limited, resulting in a relatively small sample size for the study. The current study focused on how ACP was initiated and discussed from the perspective of healthcare professionals, rather than the older people and their families. Future studies may examine other aspects of the process, such as the dynamics in arriving a consensus within the families, adherence to the designated plan by medical staff outside the CGAT, and how psycho-social-spiritual care is provided in RCHEs in accordance with ACP. About 8.5% of those aged ≥65 years live in RCHEs in Hong Kong, 19 and 1-year mortality can be as high as 34% among RCHE residents with advanced dementia, 20 suggesting a tremendous demand for quality end-of-life care in RCHEs. Various authorities have recommended against a routinised, "tick-box" approach, and specified ACP as a process of communication between the care team and the family. 1 The current programme was an opportunity to explore the factors that influence implementation of ACP. Our findings could be useful for informing adjustments to the ACP programme before wider rollout.
